P alliative care in Canada is face-to-face with a STOP sign. Program development has all but halted, with even strong services being forced to downsize or even close. While we boast many programs of international calibre, some of our reputation is a sham built on the enthusiasm of pioneers. Despite a decade of political lip service, there is not a single federal or provincial government policy with any teeth or funding. The very survival of palliative care as a full partner in the Canadian health care system is at risk.
How is it possible that the palliative care experiment in Canada is floundering? From 1975to 1985, Canada witnessed a rapid expansion in palliative care services, paralleling similar patterns of growth in the USA and UK. Between 1981 and 1986, there was a 200% increase in the number of programs. However, a 1990 survey revealed that growth has been halted with a 4% decrease in total programs.
What is most perplexing and frustrating is that this halt comes at a time when the burden of suffering is exploding. Canada faces a rapid rise in cancer incidence over the next decade and an equally dramatic increase in mortality with as many as 75,000deaths per year projected for 2000.
It was against this backdrop that the Expert Panel on Palliative Care was formed. The panel was made up of 10 health care professionals from nine Canadian cities representing five disciplines. The original intention of the panel was to advise the Cancer 2000 Task Force on the care of dying patients in the context of a national cancer control policy. However, the panel and its report have taken on a life of their own, representing perhaps the first national "visioning" for the palliative care community.
The panel report was formulated in advance of the inaugural meeting of the Canadian Palliative Care Association. While the federal government had drawn up a set of guidelines for the formation of palliative care services in 1989 and had commissioned a report and a monograph concerning the treatment of severe pain in 1984, there was no national or provincial policy or plan for future palliative care development.
The panel developed a set of recommendations calling for radical shifts in attitude and resource allocation. The report, tabled in January 1991, was controversial, attracting both hostility and support within the Cancer 2000 deliberations. Discussion demonstrated the lack of shared vocabulary and the lack of consensus between palliative care and oncology on the priorities for cancer control. The major recommendations of the report included:
• Reordering of cancer control priorities so that palliative care and the control of suffering is viewed as the essential fourth phase of cancer control. • A radical shift in the allocation of cancer resources so that the control of suffering receives a just and equitable share. • A detailed measurement of the burden of cancer suffering and the effectiveness of palliative care in relieving this burden. • A major shift of resources into home care and the establishment of palliative care units-inthe-home projects. • Government reimbursement to families for lost income and expenses while providing home care. • Accreditation of cancer centres and health care facilities based on the ability to relieve pain and provide palliative care. • The development of at least 16 regional palliative care centres in Canada to act as teaching, research, and consultation units for an entire health region and to act as a base for specialized palliative home care. • The development of a compulsory and tested palliative care curriculum in all health care professional schools. • The development of palliative care as a certified specialty in both nursing and medicine.
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• The development of divisions of palliative oncology in every regional cancer centre. • Restrict the use of therapies and investigations that have little proven benefit and shift these funds to pain relief and palliative care. • The National Cancer Institute of Canada to end its neglect of this field and take a proactive stance towards palliative care research. • The Canadian Cancer Society to revise its cureoriented and death-denying policy and introduce a strong focus on the control of suffering in both public education and fund-raising.
The formation of the panel and the critical role of its report in the process of Cancer 2000 represents a significant coming-of-age for Canadian palliativecare. Within the cancer/ oncology community, the report symbolizes an acceptance of or at least an invitation for its entry into the mainstream of health care.
OBSTACLES AND OPPORTUNITIES
Our community is at a crossroads -we are faced with difficult choices at a complex intersection of competing forces. The growth of palliative care may have been halted by economic recession and/ or political inaction, but the Expert Panel encourages us to view this STOP sign as a symbol of opportunity. The sign does not read "road closed". As we arrive at an intersection, we certainly do not turn off the engine or wait passively until we are told to proceed. We stop in order to examine our options, scout for danger, map out the optimal route, and then continue our journey. The STOP sign offers us the opportunity to look around and shift direction to avoid obstacles. As palliative care approaches the year 2000,a wide variety of choices, obstacles, and opportunities will have an impact on its development.
Coordination with Oncology. The rapid expansion of oncology services at a time when other programs are diminishing and the reorientation of oncology priorities may offer palliative care exciting new opportunities for access, funding, and status. However, palliative care must also weigh carefully the dangers of taking the road marked "cancer" and ensure that attempts to coordinate and rationalize services do not dilute the prophetic voice of palliative care or rob palliative care of its heart.
Cost Analysis. Government reliance on cost analysis is a double-edged sword for palliative care. The cost-effectiveness of palliative care has led the WHO Cancer Unit to choose this as one of its key goals along with prevention and early detection. However, it may be inaccurate and dangerous to portray palliative care as the cheap way to die. We must advocate a cost-utility analysis and avoid a cost-savings approach to evaluation. We must ensure that the focus rests on our effectiveness in decreasing the burden of suffering in the population. Otherwise, in a manner similar to the National Hospice Study, we will be driven to develop anemic intervention models for patients with the least intense suffering in order to demonstrate lower or comparable costs.
Downsizing. As in most developed countries, Canadian health costs consume a huge and expanding proportion of the gross national product. Even before the recent recession, provincial ministries of health were desperately trying to control costs, especially those generated by physician reimbursement, hospitals, and technology. In such a milieu, new programs such as palliative care are vulnerable to budget cuts or cancellation since they can be presented as a laudable but expensive frill that must be cut in times of restraint. On the other hand, downsizing may offer palliative care the opportunity to present itself as the most costeffective method of managing the last months of life for patients with a variety of illnesses. Fiscal restraints can motivate governments to make radical changes. If these shifts are based on the principles of ethics and epidemiology, palliative care should fare very well.
Service Demands. The anticipated explosion in the palliative care patient population over the next decade represents the largest single impetus to palliative care development. Yet, paradoxically, the rapid increase could overwhelm existing resources and lead to decreased quality of care, education, and scholarship. Specialized palliative care programs must not attempt to meet all the service demands in a region. When prevalence is low, this might be largely possible; but as prevalence increases over the next decade, such specialized centres must target their resources to their educational, research, and consultation mandates.
Internal Consensus. In Canada, palliative care is confused about its future direction. The physicians, nurses, and other professionals presently practicing and teaching hospice/palliative care have failed to develop a cohesive philosophy and plan. With the notable exception of colleagues in the United Kingdom, palliative care doctors and nurses have not developed a common policy on pivotal issues such as specialization. In October 1991 the Canadian Pallia tive Care Association was inaugurated, but it has not yet developed a methodology for building consensus. Until the palliative care community develops cohesion on key issues, its effectiveness will be anemic and its message unclear.
Patient Selection. One of the issues that divides palliative care practitioners is the scope of its patient population. While all agree that the dying person with cancer is the most commonly referred patient, there is wide variation in policy and practice concerning other terminal and chronic diagnoses as well as referral of patients at earlier points in the disease when prolongation techniques are still in place. The development of standards will force distinctions on the core population.
Multidisciplinary Care.In the United States, hospice care can often develop outside mainstream health care with minimal physician input. The program can be managed by administrators and the care delivered largely by nurses. The patient's primary care physician continues to prescribe but is usually outside the hospice program. Palliative care in Canada could become the arena in which turf fights between professionals and battles between competing philosophies of health care are fought. Initial physician indifference or hostility to palliative care has often led to exclusion from the team. If the control of symptoms and suffering is at the core of the palliative care mandate, the role of a specially trained physician must remain central to every hospice program.
Community Health. Like most developing and developed countries, Canadian governments seek to focus a larger proportion of their expenditures on community health and less on hospitals. This is largely a strategy to cut costs, but it also reflects a shift in philosophy towards health promotion and disease prevention. While institutional budgets are shrinking in many constituencies, there may be opportunities for palliative care to mount new programs in home care and outpatient care. Social and demographic changes in Canada, however, largely work against palliative home care, i.e. both spouses work in the labor force and have smaller, more mobile and fragile families. In the year 2000, it is likely that at least 60%-70% of all palliative care patients will die in health care facilities.
Scope of Consultation.
There are many interpretations of the consultative role within the palliative care community; each model of consultation poses different challenges. Some view a referral to a palliative care specialist as an invitation to become a full, ongoing member of the treatment team and then to undertake daily supervision of all care or at least all symptom control/psychosocial components of care. In some models of palliative care, the consultant can become the attending physician or the primary care nurse in action if not in officialstatus. This can be true in the hospital, outpatient, and home settings alike. In other programs, a conservative interpretation of consultation is employed. The consulting professional provides colleagues with a thorough assessmentand analysis ofsymptoms and problems and then maps out a detailed management strategy for existing problems and predicted later complications. Follow-upis not assumed and only occurs ifcolleagues request it. Shared care occurs only during periods of severe symptom instability or complexity. This model of consultation is more in keeping with the growing academic emphasis in palliative care and becomes more imperative as scarce resources are rationalized.
Specialization. The controversy over specialization has the potential to cause dissention in the palliative care community and divert energy away from our primary task. Until there is more consensus in the specialist/generalist debate, at both the faculty and learner levels, training opportunities will be limited.
High-Technology Interventions. As palliative care becomes more closel y tied to research and scholarship in sister fields, more rigorous documentation, more investigational techniques, and more complex management strategies are introduced. Considerable concern has been expressed by those who fear a regression to an aggressive, impersonal model in which whole-person care is overwhelmed by an academic agenda. Careful monitoring is required to assess whether or not increasingly technical interventions truly ameliorate the burden of suffering.
Secularization. Theearliest hospice programs were established by religious foundations. The spiritual component in assessment, management, and staffing was essential to the original mission. The rapid secularization of Canadian and western culture poses a challenge to hospice care. It is now rare for palliative care practitioners to share a common spiritual world view or rationale for ethical decision making. There is concern that society's strong commitment to protect and care for the vulnerable (the dying, elderly, handicapped, etc.) will not persist if the spiritual underpinning of this commitment is lost.
Euthanasia. The euthanasia/assisted suicide controversy has the potential to split and destroy palliative care. We must stand vigorously against the confusion and distortion which would portray palliative care as a form of passive euthanasia or the choosing of death. The public needs more information so that they do not accept the lie that their choice is between a quick good death and a slow painful death. We must present evidence to demonstrate that control of pain does not hasten death. If the acceptance of palliative care does not keep pace with the rise in suffering and fear, then we envision the proliferation of bastardized forms of care and/or sanctioned euthanasia programs.
Quality Assurance. The demand for standards in structural, process, and outcome variables is now commonplace in many health care systems. Palliative care is challenged to set such standards and develop the measurement techniques necessary to monitor the quality of care. Some fear that an emphasis on quality management methods will be used against "soft" fields such as palliative care. However, this approach is more likely to benefit our scholarly output by encouraging self-critical, goal-setting attitudes and a commitment to documentation and measurement that is a prerequisite for excellence in any field.
WHAT'S STOPPING US?
While Canada has witnessed remarkable advances in palliative care during the past decade, we will require a strong, united and prophetic voice if we are to fight for the public mind and the public purse. The overwhelming burden of suffering, the skyrocketing prevalence of terminal illness, and the crippling cost of health care should be driving provincial governments to seek more effective and efficient methods of delivering care during the final months of life. Yet the palliative care community has largely failed to capture the imagination and support of government economists, health care academics, and public lobbyists. We must forge a message that compels governments to recognize the political bombshell of unrelieved suffering and the enormous economic potential of palliative care.
It is hoped that the report of the Expert Panel on Palliative Care will assist in what must be an ongoing process of internal appraisal and external challenge. In October 1991, the inaugural meeting of the Canadian Palliative Care Association was convened in Vancouver. The task of this organization, along with that of the provincial and regional bodies of which it is comprised, is to maintain the momentum of the Expert Panel -i.e. to build internal consensus, to speak both humbly and prophetically to our sister disciplines, to challenge governments, to relieve the fears of the public, and to clarify our vision of Palliative Care 2000.
What's stopping us? The expression is generally used rhetorically to boost the confidence of a community, to excite action, and to bolster morale -a subtle form of "Let's go!" The question mark melts into an exclamation point. We cannot deny that formidable hurdles face us as we approach the year 2000, but the staggering level of need and the enormous potential for palliative care to transform health care must drive us forward. What's stopping us!
